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The current qualitative study was designed to evaluate the coping strategies of
people living with a chronic progressive neurological illness and their carers. The
neurological illnesses were Huntington’s disease, motor neurone disease, multiple
sclerosis and Parkinson’s disease. Participants included 15 people who showed
high levels of adjustment and 15 who showed low levels of adjustment.
Participants were selected from an earlier study, to ensure that they satisfied
the inclusion criteria for the current study. Interviews were completed to
determine the strategies used to cope with the demands of the illness. Participants
who demonstrated good adjustment were more likely to draw on social support to
provide them with the resources to deal with the illness. In contrast, those who
evidenced poor adjustment were more likely to draw on external supports to
complete tasks for them. The implications of these findings for people with
chronic neurological illnesses and their families are discussed.
Keywords: coping strategies; chronic neurological illness; resilience; adjustment
Introduction
The current study was designed to investigate the adjustment of both people with
progressive neurological illness and their carers, and to determine why some are
more resilient than others in the way in which they cope with these illnesses. There is
a substantial body of research that demonstrates that people with neurological illness
appear to demonstrate poorer psychological functioning and quality of life (QOL)
compared to people in the general population (e.g. Behari, Srivastava, & Pandey,
2005; McCabe & McKern, 2002). However, it also appears that poor adjustment is
not universal, with some people showing better adjustment than others (Mohr et al.,
1999). In order to inform on the design for the current study, a review of the
literature was conducted to identify the primary factors related to resilience among
people with different types of chronic illness and their carers.
Based on a qualitative study of the family dynamics in which a person
experiences a chronic illness, Shapiro (2002) focused on the role of family processes
in adjustment and suggested that successful adjustment to chronic illness builds on
the positive aspects of family support, with a focus on sharing the demands of the
illness across family members. Dialogue within the family, identifying the nature of
stressors, building on strengths, sharing the problem and better use of resources are
all strategies highlighted by Shapiro (2002) as enhancing adaptation for both the
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person with the chronic illness and their family members. A qualitative study
conducted by Mednick et al. (2007) also focused on the role of the family in
facilitating the adjustment of mothers whose children had been diagnosed with Type
1 diabetes. These authors found that high levels of hope were a protective factor
against psychological distress, regardless of the severity of their child’s illness. It may
be that hope is a personality attribute, rather than being a characteristic that flows
from the experience of the chronic illness. In support of this proposal, Johnson,
Lange, Tiersky, DeLuca, and Natelson (2001) demonstrated that people with
particular personality variables experienced better adjustment to either chronic
fatigue syndrome or multiple sclerosis (MS). Patients with poor adjustment were
more likely to exhibit depressive attributional styles, marked internalisation and
higher alexithymia. A quantitative longitudinal study by McCabe and Di Battista
(2004) also identified that relationships played a central role in the adjustment of
people with MS.
The above literature suggests that support may be important in facilitating
adjustment to chronic illness. Consistent with this suggestion, Kralik, van Loon, and
Visentin (2006) proposed that connecting with others and sharing experiences and
stories was central to strengthening resilience among people with chronic illness. The
capacities to be adaptable, to adjust to one’s new life and to be open to learn how to
live with one’s chronic illness are all important elements of successful adjustment.
Part of this process may also be the way in which the illness is constructed. Schattner,
Shahar, and Abu-Shakra (2008) suggested that the illness needs to be construed as an
internal object. The feelings that people with chronic illness have about this internal
object and the level of control that they perceive they have over this object are likely
to impact on their adjustment.
Rabkin, Wagner, and Del Bene (2000) focused specifically on the resilience of
patients and caregivers of people with motor neurone disease (MND). Their results
indicated that the concordance of distress among patients and caregivers was high,
suggesting that the adjustment of one person in the illness system is likely to impact
on the other person. Further, they found that caregivers who perceived a positive
meaning in caregiving were more likely to report a lower caregiver burden.
The above studies provide some insight into the factors that may be associated
with resilience, and therefore, better adjustment among people living with a chronic
illness. It would appear that coping strategies, social supports and ways of
approaching the illness may be important in shaping adjustment to the illness among
both people with chronic illness and caregivers (McCabe, McKern, & McDonald,
2004; Pakenham, 1999). Additional factors to be explored in the present study were
types of activities engaged in, strategies used to cope with financial pressures (which
are likely to be major stressors due to financial changes associated with the illness)
and the level of assistance provided by illness associations. The participants were
patients and carers of people with chronic progressive neurological illnesses:
Huntington’s disease (HD), MND, MS and Parkinson’s disease. Patients, and carers
of patients, were specifically selected as those who demonstrated a high impact of
illness, particularly in relation to financial pressures (severe illness, high expenses,
economic pressure and cutbacks in spending). These participants were then divided
into two groups; those who demonstrated high levels of adjustment and those who
demonstrated low levels of adjustment. Since we have found in previous research
with a larger group of patients and carers of people with these chronic illnesses that
both groups responded in a similar way to the illness (McCabe, Firth, & O’Connor,
18 M.P. McCabe and E.J. O’Connor
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2009; O’Connor & McCabe, submitted for publication), we analysed patients and
carers in one group. The primary hypothesis was that those with low, compared to
high, levels of adjustment would evidence poorer coping, more limited engagement
in activities, poorer handling of financial pressures and fewer social supports.
Method
Participants
Participants were 17 adults from Australia who were living with a neurological
illness and 13 adult carers for people living with a neurological illness who were also
resident in Australia. There were five participants with HD, three with MND, 11
with MS and 11 with Parkinson’s disease. In total, 15 of the participants were in the
high-resilience group and 15 were in the low-resilience group. Further demographics
are presented in Table 1.
Of the patients, one participant had MND, one had HD, seven had MS and eight
had Parkinson’s disease. For 10 of the patients, diagnosis had occurred between 1
and 5 years prior to participation in the study, while 10 had been diagnosed in the 6–
10 years before participation in the study and the remaining 10 had been diagnosed
more than 10 years prior to entering the study.
Two of the carers were caring for someone with MND, four for HD, four for MS
and three for Parkinson’s disease. Of the carers, 11 were partners of the person with
the illness, one was a sibling of the person with the illness and one was a child of the
person with the illness.
Materials
Classification scales
Classification of participants into the high- or low-resilience groups was facilitated
with the use of questionnaire data described below. These scales were completed
during a previous phase of the present study (McCabe & O’Connor, 2010). The
scales were used to evaluate the two variables of adjustment (using QOL and mood
measures) and impact of illness (using severity of illness, expenses, economic
pressures, cutbacks in spending and ways of coping financial measures). The method
for selecting participants into the high- and low-resilience groups is described in the
Procedure section.
Table 1. Participant demographics.
Patient (n ¼ 17) Carer (n ¼ 13) Total (n ¼ 30)
Age (years)
28–50 6 4 10
51–70 8 8 16
Over 70 3 1 4
Gender
Male 6 4 10
Female 11 9 20
Resilience
High 9 6 15
Low 8 7 15
Psychology, Health & Medicine 19
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Adjustment
Quality of life. Participants rated their QOL using the short form of the World
Health Organisation Quality of Life questionnaire (WHOQOL-BREF; WHOQOL
Group, 1998), which measured four domains; physical health, psychological health,
social relationships and environment.
Mood. The 37-item short-form of the Profile of Mood States (POMS-SF; Curran,
Andrykowski, & Studts, 1995) was utilised to measure mood and psychological
distress. The scales were tension–anxiety, depression–dejection, fatigue–inertia and
confusion–ewilderment subscales.
Impact of illness
Severity of illness. Participants completed a symptoms scale that determined the
severity of illness symptoms. The scale was developed for an earlier study and
consisted of 18 items, with four subscales: physical symptoms, control over body,
cognitive symptoms and psychological symptoms (McCabe et al., 2009).
Total illness-related expenses. Total yearly illness-related expenses were assessed by
detailed prompted questioning of participants regarding different types of costs
associated with living with a neurological illness. Costs from each of the areas were
then summed to obtain an overall expenses measure. Areas of costs included health
insurance costs; medication costs; costs of visits to health professionals;
hospitalisation costs; the costs of respite; costs involved with accessing equipment
and aids, such as cleaning, gardening, shopping and taxis; the cost of transport and
travel costs involved with visiting health professionals, hospitalisations and respite.
Economic pressure. Participants’ experience of economic pressure was measured
using a revised seven-item version of the Economic Pressure Scale (EPS; Conger
et al., 1992).
Cutbacks in spending. The EPS also contains 15 items that form the Cutbacks in
Spending Scale (CBSS) that measured cutbacks in expenditure.
Ways of coping financially. For those participants who had faced a financially
stressful event due to the neurological illness, the Ways of Coping Financially Scale
(WOCFS) was utilised to determine the actions they had taken in this situation. The
WOCFS was developed specifically for an earlier study, based on Russell’s (2005)
insights into understanding the economic burden of illness.
The interview questions are presented below. The questions were designed to
determine which factors were associated with some patients and families being more
resilient than others in terms of adjustment mechanisms, coping strategies and
resources.
Interview questions
Question 1a. In general, what helps you cope with the demands of the illness?
Question 1b. Do you have a particular coping strategy? If so, what is it?
Question 2a. What types of activities/work do you engage in?
20 M.P. McCabe and E.J. O’Connor
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Question 2b. How do these activities/work help you cope with the illness?
Question 3. What helps you cope with the financial pressures that result from the
illness?
Question 4. What areas in your life are the most important to you and to your
quality of life? What do you think are the main components?
Question 5a. What types of social supports do you obtain?
Question 5b. How do you think these social supports help you cope with the
illness?
Procedure
During a previous phase of the present research project involving completion of a
quantitative questionnaire, 257 people with a neurological illness and 192 partners/
carers were provided with an outline of a proposed follow-up interview study and
were asked to indicate their interest in participating as well as to provide contact
details. In total, 97 participants expressed interest in participating.
Based on data collected during the previous phase, an ‘‘adjustment’’ variable and
an ‘‘impact of illness’’ variable were calculated for those who expressed interest in
participating in an interview. The adjustment variable was calculated from the QOL
and mood variables, while the impact of illness variable was calculated using severity
of illness, expenses, economic pressures, cutbacks and ways of coping financial
variables.
The first step in participant selection was to identify those participants who had a
high impact of illness, as this subgroup was likely to utilise more coping strategies,
adjustment mechanisms and resources than those with a low impact of illness who
potentially have not yet had to adjust their lives dramatically. Those participants,
who indicated high severity of illness, as well as high expenses and economic
pressures, were considered for inclusion in the current study. Of this participant
pool, those participants who were categorised as evidencing either high or low
adjustment (i.e. QOL and mood) were included in the current study. In total, 15
participants demonstrated good adjustment to the illness, while a further 15
demonstrated poor adjustment. The good adjustment group represented the high-
resilient group, and those evidencing poor adjustment represented the low-resilient
group. Both groups were then contacted for interview.
Participants were contacted by a trained-research assistant who was blind to the
participants’ group allocation, and appointments were made to interview partici-
pants either in their home or over the phone. All participants were provided with a
statement outlining the study and gave their written or verbal consent to participate.
In this consent process, the research assistant was careful to ensure that the
participants understood the nature of the study, that they had the cognitive capacity
to complete the study and that appropriate supports were available if they
experienced distress through completing the study. Participants were not informed
that they had been classified according to their level of resilience. In order to reduce
interviewer bias, the same research assistant conducted all of the interviews, which
ranged in duration from 30 min to one h. All interviews were recorded and
transcribed at a later date. Transcripts were then exported into qualitative statistical
analyses software program NVivo 8 (QSR International Pty Ltd 2008). Coding and
analysis were carried out utilising principles from interpretative phenomenological
analysis (Smith & Osborn, 2003). Using this approach, transcripts were examined
Psychology, Health & Medicine 21
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one by one, grouping extracts into relevant themes as they emerged. As the iterative
analysis continued, themes were constantly revised and extended until no further
themes could be identified, and the resulting framework accounted for all relevant
extracts found within the transcripts. A secondary coder then coded 10% of the
interviews, to ensure consistency of emerging themes. Similar codes were obtained for
both patients and carers, and so they were kept in the same group for analyses and
interpretation of the findings. From the analysis, a number of main themes were
identified.
The five themes investigated in the present study were (1) coping, (2) activities
and work, (3) financial pressures, (4) QOL and (5) social support. For each of these
themes, a number of dominant sub-themes were identified. Following this, a
comparison between those high on adjustment and those low on adjustment was
made. Each of the graphs on the following pages represents the number of
participants who made reference to each theme and sub-theme, separated into
groups by level of adjustment. The quotes in the Results section below provide some
examples of what participants discussed surrounding these themes.
Results
Differences between groups on coping with the illness
Overall, social supports were endorsed as being most helpful in coping with the illness.
Family, friends and partners were identified fairly equally between the two groups;
however, support groups provided assistance in coping with the illness only among the
low-adjustment group. In contrast, none of the participants in the low-adjustment
group indicated a positive attitude as helping to cope with the illness, while this was one
of the most frequent strategies adopted by those in the high-adjustment group.
Additionally, one of the most highly endorsed themes that arose across both groups
included assistance from professional organisations. This included services such as
Home Help and other assistance around the home (see Figure 1).
‘‘But it’s just the frustration of what’s happening now. And I cope with that mainly by,
I’ve got my plans set for the future, and I just look towards that, that this too shall pass
and one day it’s going to be a whole lot better, and I’m going to be in a warm climate,
and just, you have to set your goals and just look at that and think, well, I’ve managed
to survive a hell of a lot of other things in my life, and this is just another thing I’ve got
to get through.’’ (61-year-old female partner of someone with HD with a high level of
adjustment)
‘‘There was a group here from (suburb), who was a partner to people who have MND.
And we have been in contact with them for a number of years. So listening to them as
well, that helped.’’ (43-year-old female partner of someone with MND with a low level
of adjustment)
Specific coping strategies that involved enjoying life and reducing the focus on
the illness were much more commonly mentioned by those high on adjustment than
those low on adjustment. Such strategies included relaxation techniques, listening to
music, reducing the pressure experienced in daily life and removing themselves from
stressful and upsetting situations. Alternately, those low on adjustment were more
likely than those high on adjustment to endorse illness-focused coping strategies such
as medication or an emotional response to stress and negative events, or indeed, no
coping strategy at all (see Figure 2).
22 M.P. McCabe and E.J. O’Connor
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‘‘And classical music has never been my interest but you can hear it in the background
now; it’s really made a difference to my ability to relax. And just the really background,
soft, classical music, it’s just fantastic. I love the rock music and the popular music, and
getting involved with it, by singing along and yelling and shouting, but this is a different
sort of, and that’s a therapy in a sense. This is a different kind of therapy; you don’t even
realise the therapy’s going on. It’s quite stunning.’’ (63-year-old male with PD with a
high level of adjustment)
‘‘My doctor has put me on an antidepressant, just a half a day, and I find that that has
been really good for me, whether it might be mind over matter, I don’t care, I find, I
can’t be without it.’’ (55-year-old female partner of someone with HD with a low level of
adjustment)
Differences between groups on types of activities/work engaged in
A higher number of those low on adjustment were still engaging in paid employment
than those high on adjustment. Those high on adjustment tended to spend more time
engaging in recreational social activities such as sport, groups, clubs and classes than
those low on adjustment. Most of the other activities were engaged in at fairly similar
levels between those low on adjustment and those high on adjustment (see Figure 3).
‘‘There’s a little group called a friendship club, and we meet once a fortnight for lunch,
and they were to have come here today, because I offered it, but when you rang I
thought, right, I won’t cope with both at once, I’ll have them next time, that’s all right,
that’s not a problem. So we’re just going to meet up the road here, so I’ll still see them.’’
(74-year-old female with PD with a high level of adjustment)
‘‘It’s not easy working full time, and having someone sick, because you’re always
thinking, I should be at home than at work, but you have to go to work to earn money.
It’s a vicious circle, and there’s no, no one else is going to look after her, you know? It’s
not easy when someone’s sick, and you’re at work.’’ (49-year-old female carer for
someone with MS with a low level of adjustment)
Those high on adjustment had a clear intention of using activities to maintain a
positive outlook on life, by remaining physically active and trying not to focus on the
illness more than was necessary. Alternatively, those low on adjustment most
frequently endorsed attempts to escape from the demands of the illness, which
tended not to be as positively focused as other themes that emerged (see Figure 4).
‘‘Well I don’t lay around. I rest when I need to but I like to get out there and do things,
and I participate in the kid’s school things, there’s always something going on there, and
so you know there’s always running around for them and yeah. I think keeping busy
and getting out of the house and that sort of thing is good for your mental state and a
positive attitude, so I think that helps that way. Sometimes I think I’m inclined to
overdo it and then I’m a wreck because I push myself too far, so it can be bad in that
way but I think it’s all about keeping up here sane, you know, the mental side of it.’’ (38-
year-old female with MS with a high level of adjustment)
‘‘I don’t think it helps me much. I guess it takes my mind off it.’’ (73-year-old male with
PD with a low level of adjustment)’’
Differences between groups on coping with financial pressures
Budgeting and prioritising were frequently mentioned as being ways of coping with
the financial pressures associated with the illnesses by those high on adjustment, but
Psychology, Health & Medicine 25
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were not endorsed at all by those low on adjustment. The low-adjustment group
were more likely to rely on paid employment and superannuation as means of coping
financially (see Figure 5).
‘‘I put money aside. That’s the only way I can do things, I put money aside, I make sure
I’ve got a budget, but, you know, different things like gas and electricity and your
phone, you’ve got to cost everything in, and there’s no mad money.’’ (50-year-old
female with MS with a high level of adjustment)
‘‘I’ve had to sacrifice a much bigger income, I was a chef, and now I’m on a pension.
You don’t get much, you get $AU540 a fortnight for your pension and out of that I
have to save $AU400 to $AU450 for bills and then what’s left is for food. It doesn’t buy
much so that’s why I work now; I clean houses, which is pretty hard work.’’ (48-year-old
female with MS with a low level of adjustment)
Figure 4. Role of activities.
Differences between groups on perceived components of QOL
Those low on adjustment and those high on adjustment generally indicated the same
aspects as being important to a good QOL, with social supports clearly emerging as
the most vital component. This supports both the QOL literature and the
neurological illness literature, which suggests the importance of strong and positive
social supports (see Figure 6).
‘‘My family and friends. Money doesn’t rate high, I’m not materialistic. It’s all about
relationships and people, that sort of quality of life. Not things.’’ (61-year-old female
partner for someone with HD with a high level of adjustment)’’
‘‘Family. Making sure my children are happy and they’ve got what they need.’’ (48-year-
old female with MS with a low level of adjustment)’’
Differences between groups on types of social support
Types of social support obtained were also similar between those high on adjustment
and those low on adjustment, with the main difference being that a greater number
of those high on adjustment endorsed family and friends as being the types of social
support they relied on (see Figure 7).
‘‘Family. I’ve got four children. Three girls and one boy and I see them all the time. My
son’s coming around here tonight and one of my daughters was here yesterday, another
Psychology, Health & Medicine 27
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one will be here tomorrow night. So they’re always around. If I ever needed anything
they’re there.’’ (61-year-old female with MS with a high level of adjustment)
‘‘Yeah, my mother and father are still alive, so they’re quite supportive. They bought us
this television here. So on that aspect, the family’s very good for that. The family bought
a washing machine, or put money towards a washing machine, because one blew up,
which was good.’’ (49-year-old male partner for someone with MS with a low level of
adjustment)
Once again, those high on adjustment were much more likely to use social
supports to assist experiencing enjoyment in their lives, while those low on
adjustment were more likely to use social supports to help them with illness-focused
needs, such as assistance around the house and to discuss problems (see Figure 8).
‘‘I’m a real people person, I really love, I get a lot out of being with people, and when
I’m by myself, and physically I start getting down and it’s harder to deal with
emotionally, I’m better if I have a connection with a person.’’ (74-year-old female with
PD with a high level of adjustment)
‘‘The family offers to help out when we can’t manage and need a rest. They provide
respite by staying with my husband so I can go out and do other things.’’ (50-year-old
female partner for someone with PD with a low level of adjustment)
Discussion
These results demonstrated that there were no differences between those in the high-
adjustment and low-adjustment group in terms of the level of support they received
from family, friends and partners. However, those with a high level of adjustment
were more likely to adopt a positive attitude and less likely to seek help from external
support groups. An examination of the specific coping strategies of the two groups
suggested that the high-adjustment group was more likely to take a proactive role in
improving their lives by reducing stress and pressure, relaxing and listening to music,
rather than obtaining external assistance to assist them to adjust to their illness.
In terms of the activities that the two groups engaged in, people with high-
adjustment strategies were more engaged in social and community activities (e.g.
sports and clubs) rather than paid employment. It is important to remember with
this finding that there were no significant differences between the two groups in
income, expenses, economic pressure (all high) or severity of illness (high). These
activities were likely to be confirming, provide opportunities to share stories around
life experiences other than their illness, increase physical activity and reduce stress, as
opposed to paid employment that was more likely to increase stress levels and
provide an escape from their illness.
Although both groups of respondents experienced the same high level of
economic hardship, those with high levels of adjustment were more likely to
prioritise their needs to work within their budget. In contrast, those with low
adjustment were more likely to obtain external financial assistance from either family
or professional organisations. These findings are consistent with the earlier finding
that suggest that those with high levels of adjustment take control over their lives,
whereas those with low levels of adjustment look to others to sort out their lives for
them.
Both groups endorsed the same components of QOL as being important to them,
with the greatest emphasis being on the importance of social support. The aspects of
social support were also similar for both groups, although those high on adjustment
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were more likely to endorse the importance of family and friends, whereas those low
on adjustment made slightly more mention of external clubs and support groups.
The purpose of social supports for people with high levels of adjustment was more
likely to focus on assisting them to make adjustments to the illness so that they could
maintain a normal life as well as their social interactions. Those with low levels of
adjustment were more likely to want the social support to provide them with
assistance to do things for them, for example, providing assistance around the house.
It would appear that, although both groups experienced similar severe levels of
disability, those who evidenced better adjustment were more likely to draw on the
social support to allow them to continue to function as before, whereas those with
low levels of adjustment were drawing on the support to do things for them that they
previously did themselves.
This theme is also reflected in the types of supports the two groups received from
illness associations. The high-adjustment group was more interested in receiving
information, whereas the low-adjustment group was more interested in receiving
external funding and services.
The findings from the current study provide interesting insights across a range of
areas regarding the characteristics of people who demonstrate high and low levels of
resilience in the face of chronic neurological illnesses. The common theme in these
data is the importance of family and friends in providing support in order to
enhance adjustment. These results are consistent with previous findings that
demonstrate the importance of dialogue, support and sharing the burden of the
illness (Kralik et al., 2006; Shapiro, 2002). A further interesting finding was that
people with higher levels of adjustment, and so resilience, were more likely to adopt
a positive attitude, take control of their illness and use available supports to cope
with the demands of the illness rather than expecting others to take on these
responsibilities and make their lives better. These results are consistent with previous
research that demonstrates the importance of adopting a positive attitude (Mednick
et al., 2007).
The findings of the current study are limited by the small sample size in each of
the illness groups. Although the issues raised by participants did not seem to vary
across illness groups, it is important to verify these findings with a larger number of
people in each of the illness groups, as well as carers for these people.
These results have important implications for the types of services provided by
illness associations. Rather than providing services that actually deliver assistance to
patients and carers, the findings would suggest that it is more important to provide
information on how the patients and carers can assist themselves. This proposal
needs to be explored further in future research to determine how this would change
the nature of services delivered by these associations.
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